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Abstract
Objective: Patients with IBD are at risk for serious complications when their disease is poorly managed. Patient
non-adherence to medical therapy contributes to suboptimal outcomes, but may be modified through improved
education. The primary aim of this study is to identify educational needs, and barriers and factors associated with
non-adherence among inflammatory bowel disease (IBD) patients.
Methods: Eighteen IBD patients and ten IBD providers were recruited. Semi-structured interviews were
conducted and a qualitative framework approach used to identify patient educational needs, barriers to obtaining
information, and factors associated with non-adherence with medical therapy.
Results: Prevention of IBD symptoms and factors contributing to development of IBD were the most frequently
identified patient educational needs. Both providers and patients identified diet and nutrition, as well as access to
general information about IBD, as important areas of education. Common barriers to obtaining or conveying
information for patients and providers included: information oversaturation, ineffective provider communication skills,
and lack of provider time. Factors that impact patient comprehension and decision making were also identified.
Providers frequently believed that patient non-adherence is associated with lack of current symptoms or denial of
their chronic condition.
Conclusion: Our findings highlight several deficits in knowledge in IBD patients. We also identify factors
associated with IBD patient comprehension, decision making, and non-adherence to therapy. These results can be
used to develop targeted educational resources to improve adherence among IBD patients. We propose that patient
self-management programs are potentially effective educational interventions that warrant further study in IBD.

Keywords: Inflammatory bowel disease; Crohn’s disease; Ulcerative
colitis; Qualitative study; Educational needs; Non-adherence;
Educational resources

Introduction
Inflammatory bowel disease (IBD) is a group of autoimmune
disorders of the gastrointestinal tract, most commonly ulcerative colitis
(UC) and Crohn’s disease (CD). IBD can be debilitating to those
afflicted, and adverse effects from medical and/or surgical therapy may
further contribute to a reduction in quality of life. Poorly controlled
disease increases the risk for serious and often irreversible negative
outcomes including death [1-5]. Patient non-adherence to medical
therapy may contribute to suboptimal disease control and
complications. Non-adherence to medical therapy may be associated
with demographic factors such as gender (male) and marital status
(single) [6]. Individuals may forego medical and/or surgical therapy
due to inconvenience, costs, lack of understanding, or fear of side
effects from therapy. Inconvenience and cost of therapy are difficult to
address due to their limited mutability, but fear of adverse effects from
therapy and lack of understanding of available treatment options are
factors that may be amenable to change. Education specific to IBD, its
effects, and its management, can potentially increase patient adherence
and improve outcomes for these patients [7]. Current evidence
suggests that many individuals with IBD lack the desired information
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about their disease [8-11]. Specific areas of interest to IBD patients
include: prevention and management of IBD symptoms, complications
related to IBD, long term prognosis, risk of cancer and mortality,
alternative therapies, risks from pharmacotherapy, potential new
therapies, and fertility [8-13]. These information needs were identified
through surveys administered to specific patient populations (e.g.
newly diagnosed); however, to our knowledge an intensive qualitative
study in a diverse IBD patient population specifically exploring this
topic has not been published. The primary aim of this study is to
determine the perceived educational needs of IBD patients (i.e. the
information about issues that a patient desires to understand such as
their disease process, prognosis, and therapeutic options), and to
identify areas where providers believe patient understanding is critical.
This information can be used to develop novel educational resources to
facilitate patient adherence to therapy. A further aim is to describe the
barriers for patients and providers in obtaining or conveying desired
information. Lastly, we aim to identify barriers and facilitators to
patient comprehension, decision making, and adherence to therapy
recommendations.

Methods
We identified and interviewed ten providers (MD, ARNP, RN) who
care for patients with IBD at the University of Washington Medical
Center (UWMC), Harborview Medical Center (HMC, a safety net
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participants is often sufficient [14,15]. Responses to the interview
questions formed the basis for the qualitative analysis. We utilized a
framework approach to guide our data analysis methodology [15,16].
Each interview was independently coded by two researchers (CW and
MM), the themes identified, and the data reviewed until consensus.
Data were collected, stored, and analyzed using ATLAS.ti (ATLAS.ti
Scientific Software Development GmbH Version 7.0). Themes were
captured once per interview question; however repeating themes were
categorized separately for the same respondent if readdressed in
another question in order to detail the density of certain themes.
Means with standard deviations were calculated for continuous
participant characteristics, and proportions for categorical measures.
Statistical analyses of descriptive characteristics were conducted using
Stata MP 13.0 (Stata Corp. College Station, TX). The study was
determined to be exempt from review by the University of
Washington’s Human Subjects Division. All respondents were assured
of confidentiality, and informed that participation was voluntary.
Interviewees were compensated a nominal amount ($10.00 Starbucks©
gift card) for their involvement.

hospital) and Veteran’s Administration Puget Sound Health Care
System (VA) in 2015. HMC is a public hospital that serves many
patients with lower education and income levels compared to other
healthcare facilities in the area (including UWMC). Providers were
identified through publicly available online directories and contacted
via email. In addition, eighteen patients with IBD who receive care at
UWMC or HMC were interviewed. Patients were identified through
their providers and asked for their verbal consent to be contacted by
the lead researcher (CW). All interviewees provided oral assent prior
to being interviewed. Patient participants were oversampled from
HMC due to known differences in education level, income level, and
other patient characteristics (e.g. consistency of care, patient nonadherence to therapy) between the institutions. Two interview guides
were utilized for this study, one for the patient population
(Supplemental Appendix 1) and one for the providers (Supplemental
Appendix 2). We developed our patient interview guide with feedback
from a patient with a non-IBD related autoimmune condition, a
gastroenterologist, and a patient advocate. Interviews lasted
approximately thirty minutes, and were conducted by phone or inperson with the lead researcher. All interviews were recorded with
permission and transcribed. The lead researcher did not have a prior
relationship with any of the patient interviewees. Patient interviews
were conducted until reaching information saturation [14,15].
Provider interviews were conducted until reaching our predetermined
target of ten interviews. Although no existing formal analytical method
for sample size determination in qualitative research is available,
published literature suggests that twelve interviews provides
approximately 92% of the information desired, and when utilizing
knowledgeable individuals (such as IBD providers) ten or less

Results
77.8% of patient participants received their IBD care at HMC, and
the majority were male (61.1%) (Table 1). Their mean age was 31.6 +/9.8 years and their average disease duration was 8.6 +/- 7.2 years.
Among the provider participants, 50% primarily practiced at UWMC
and there was equal representation of men and women. Their average
length of experience treating patients with IBD was 5.7 +/- 2.3 years.

Patients (N=18)
Institution-no. (%)

Providers (N=10)
Institution-no. (%)

UWMC

4 (22.2)

UWMC

5 (50.0)

HMC

14 (77.8)

HMC

3 (30.0)

VA

0 (0.0)

VA*

2 (20.0)

Interview mechanism-no. (%)

Interview mechanism-no. (%)

In-person

8 (44.4)

In-person

10 (100.0)

Phone

10 (55.6)

Phone

0 (0.0)

Sex-no. (%)

Sex-no. (%)

Men

11 (61.1)

Men

5 (50.0)

Women

7 (38.9)

Women

5 (50.0)

Education level-no. (%)

Role-no. (%)

High School

3 (16.7)

Fellow (MD)

2 (20.0)

Technical School

1 (5.5)

Attending (MD)

4 (40.0)

College

14 (77.8)

Nurse Practioner (NP)

1 (10.0)

Age (years)-mean (SD)

31.6 (9.8)

Registered Nurse (RN)

3 (30.0)

Disease duration (years)-mean (SD)

8.6 (7.2)

Length of IBD experience (years)-mean (SD)

5.7 (2.3)

Past surgical history-no. (%)

7 (38.9)
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Current biologic therapy -no. (%)

15 (83.3)

Current immunomodulator therapy-no. (%)**

14 (77.8)

Current steroid therapy-no. (%)

3 (16.7)

Current mesalamine/sulfasalazine therapy-no. (%)

3 (16.7)

Past biologic therapy-no. (%)

6 (33.3)

Past immunomodulator **therapy-no. (%)

3 (16.7)

Past steroid therapy-no. (%)

11 (61.1)

Past mesalamine/sulfasalazine therapy-no. (%)

5 (27.8)

Table 1: Patient and provider demographic characteristics.

Educational needs
The most frequently conveyed educational need by IBD patients was
prevention of IBD-related symptoms (n=12) (Table 2).
“Being able to piece together what’s going to make my life as livable
as it can be and my disease as manageable as it will be.”
In addition, information about 0074he prevention or cause of IBD
was recurrently expressed by respondents (n=11).
“It would be really interesting to me to find out what’s the
mechanism that causes the inflammatory process in the first place.”
Expected medication effects and/or information related to
medication management (n=9), as well as natural remedies for IBD
(n=9), were both common themes discussed.
“Making sure that there are some better options out there in case the
meds that I am using are not working.” (A patient discussing the
importance of information regarding medication management).
“I feel like there is more that can be done than just putting someone
on medication.” (A patient expressing their desire for natural
therapeutic options to treat their IBD).

Diet and nutritional concerns were especially important to many
patients, regardless of whether they had newly diagnosed or
established IBD (n=8).
“I wish I knew about diet more than anything else.”
Other respondents thought that information about IBD in general,
including its natural progression and the effects of the inflammatory
process, would be valuable (n=5). In addition, some patients were
especially concerned about their own prognosis (n=4). Lastly, some
participants were interested in information about new therapies and
technological advancements related to IBD (n=2), and how to access
resources to obtain their medical care and/or IBD medication (n=1).
“it would be interesting to hear more about new techniques of
diagnosis, and new treatment options from my doctors.”
Table 2 also details critical concepts for IBD patients to understand
as identified by providers. The importance of adherence to medication
(n=13) and an understanding of IBD in general (n=13) were the two
most commonly expressed areas that providers feel are crucial for IBD
patients to understand.

Patient Identified Educational Needs
Educational Need

Frequency of occurrence

The prevention of symptoms related to IBD

12

The prevention of IBD or information related to the cause of IBD

11

Expected medication effects and/or information related to medication management

9

Natural remedies for IBD

9

Diet and nutrition*

8

IBD in

general*

5

Disease prognosis

4

New therapies and technological advancements related to IBD

2

Accessing resources to obtain medical care and/or IBD pharmacotherapy

1

Provider Identified Critical Understanding Areas for Patients
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Critical Understanding Area

Frequency of occurrence

The importance of adherence to medication

13

IBD in general*

13

The patient’s individual follow up plan

9

Provider contact information

2

Diet and nutrition*

1

The necessity of taking personal responsibility for one’s own disease management

1

The provider is the patient’s advocate

1

Table 2: Patient identified educational needs and provider identified critical understanding areas for IBD patients.
“If you take the medications and the medications prove to be
efficacious, their (the patient’s) quality of life long term is just as if they
didn’t have the disease.” (A provider explaining how important
adherence to medication is for patient quality of life)
“It’s the basic natural progression of this disease as far as how bad it
could be or it could get.” (A provider discussing the importance of
patient understanding regarding IBD in general and how it can
progress).
Providers also identified the follow-up plan as a critical area for
patient education (n=9).
“ That the plan is in place that is agreeable to them and agreeable to
the physician. That they understand what that plan is and where they
are going.”
Other respondents felt that ensuring patients know the provider’s
contact information is essential (n=2). Furthermore, diet and nutrition
(n=1); the necessity of taking personal responsibility for one’s own
disease management (n=1); and understanding that the provider is the
patient’s advocate (n=1), were all conveyed as crucial patient
comprehension areas.
“It is important for them (patients) to know that I am their
advocate, and that they should share with me the struggles that they
have, whether it is disease related or struggles with the side effects of
medications, or even financial concerns about affording therapy.”

Barriers to desired information
IBD patients and their providers identified numerous barriers to
obtaining or conveying information that fulfilled patient educational
needs (Table 3). Patients most frequently identified the variable quality
of online information as a barrier (n=12); whereas providers most
commonly identified information oversaturation (n=18).
“I don’t trust anything that is on the internet.” (A patient speaking in
reference to the variable quality of available online information).
“Telling them [the patient] you have inflammatory bowel disease,
there are two different kinds, here are all of the treatments, here are the
risk factors, and adverse effects related to the treatments….that is
information in a deluge for them (the patients).” (a provider explaining
how information saturation is a barrier).
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Additional barriers identified by patients included information
oversaturation (n=9), ineffective provider communication skills (n=6),
and lack of provider time to fully answer patient questions (n=5).
“But you can’t really take anything in…you shut down.” (A patient
discussing how it is difficult to process too much information).
“I had to go on WebMD and figure out what this disease is that this
lady(the provider) is telling me I have.” (A patient expressing
frustration with the provider’s communication skills).
“They have little interest in me-they literally give you 15 minutes of
an appointment and outside of that they don’t want to talk to you.
Then they move on to the next person.” (A patient explaining how lack
of provider time is a barrier).
Other barriers conveyed by patients include: the inability to
personalize the information (n=2); information complexity (n=2);
erroneous information (n=1); a lack of consolidated information (n=1)
and logistical constraints, such as inability to physically find the
information (n=1).
“It (the available information) is generic; it’s not exactly for you.” (A
patient describing the barrier of inability to personalize the
information).
“Not being a trained professional, it is hard to decipher the
information.” (A patient explaining how information complexity is a
barrier).
Providers also acknowledged that their lack of time was a significant
barrier to information for patients (n=11). Barriers specifically related
to the healthcare system, such as difficulties with patient access to care,
were also noted (n=11).
“I think the most limiting factor is time.” (A provider expressing
lack of their time as a barrier for their patients).
“The difficulty is having patients be able to get into the system and
talk about their issues.” (A provider discussing the difficulties some
patients experience accessing care)
Lack of consolidated information (n=7); logistical constraints (n=6);
lack of provider support staff (n=6); information complexity (n=5);
inability to personalize information (n=2); ineffective provider
communication skills (n=1); erroneous information (n=1); and
language (n=1), were other barriers to information that providers
conveyed.

Volume 1 • Issue 1 • 1000106

Citation:

Wheat CL, Maass M, Devine B, Thornton TY, Grembowski D, et al. (2016) Educational Needs of Patients with Inflammatory Bowel
Disease (IBD) and Non-Adherence to Medical Therapy-A Qualitative Study. J Inflam Bowel Dis & Disord 1: 106.

Page 5 of 8
“You can usually get the information somewhere, but the problem
is, to be able to find the perfect resource in one place. It’s very
challenging.” (a provider discussing how the lack of consolidated
information is a barrier for both patients and providers).
“We don’t have someone specifically that supports IBD patients
here, unlike some other IBD clinics. They [specialized support staff]

are very up on their IBD because that is all that they do.” (A provider
explaining how a lack of specialized support staff is a barrier for their
patients).
”Sometimes the information, because it is FDA mandated, puts fear
in patients that is not necessary.” (A provider conveying how
information complexity can be a barrier).

Information Barrier

Patient

Provider

identified

identified

The variable quality of online information available

12

7

Information oversaturation

9

18

Ineffective provider communication skills

6

1

Lack of provider time

5

11

The inability to personalize the information

2

2

Information complexity

2

5

Erroneous information

1

1

Lack of consolidated information

1

7

Logistical constraints

1

6

Barriers that exist within the healthcare system

0

11

Lack of support staff

0

6

Language barriers

0

1

Table 3: Patient and provider identified barriers to desired information sources.

Factors Associated with Patient Comprehension,
Decision Making, and Non-Adherence
Table 4 summarizes the identified factors that may impact patient
comprehension and patient decision making.
Patient comprehension

Patient
identified

Provider
identified

Patient education level

0

13

Social and cultural factors

0

13

Language fluency

0

11

Patient age

1

8

Patient interest

1

8

Patient health literacy

0

7

Patient absorption time

1

5

Patient disease severity

1

3

Patient anxiety and/or fear

0

2

Patient learning or mental disabilities

0

2

Patient mental health

0

1

Patient decision making

Patient
identified

Provider
identified
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Short term versus long term effects of therapy 4
and/or disease

5

Provider trust

3

4

Insurance coverage and/or cost of treatment

0

4

Patient past experiences

7

2

Feeling as if there are no alternative choices

2

1

Patient educational level

0

1

Patient socioeconomic factors

0

1

Table 4: Factors that impact patient comprehension and decision
making

Comprehension
Providers frequently indicated that patient educational level (n=13),
as well as social and cultural factors (n=13), are associated with patient
comprehension. In addition, language fluency plays a substantial role
in patient understanding (n=11).
“the literacy level of some patients, even information from the
CCFA (Crohn’s and Colitis Foundation of America), is too high of a
literacy level for them to understand.” (A provider explaining how
education impacts patient comprehension).
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“We do have a lot of people, who need translators, where English is
not their first language, I think that it is even harder for them (The
patients). To process all of the information.” (A provider discussing
how language influences patient understanding).
Other patient factors conveyed by providers as influencing patient
comprehension included: age (n=8); level of interest (n=8); health
literacy (n=7); absorption time (n=5); disease severity (n=3); anxiety
and/or fear (n=2); learning or mental disabilities (n=2); and mental
health (n=1).
“Some people are less interested in the details of what is going on,
and then some people are a lot more interested, and want to know a lot
more about the details of their care.” (a provider expressing how
patient interest impacts understanding).
Patients identified fewer factors associated with information
comprehension than providers. These factors included: age (n=1);
interest (n=1); absorption time (n=1); and disease severity (n=1).
“I was really, really ill, so was relatively incoherent, and was not in
the ideal state of mind to be given that sort of information.” (A patient
explaining how disease severity plays a role in the comprehension of
information).

Decision making
Providers identified a number of potential factors that may
influence patient decision making. Balancing the short term versus the
long term effects of therapy and/or the disease was the most frequently
noted concern (n=5).
“I think that there are some misconceptions about the side effects of
treatment, but also having long term, uncontrolled disease, even if they
(the patient) don’t have symptoms.”
Trust in the patient’s provider (n=4); patient insurance coverage
and/or the cost of treatment (n=4); and patient past experiences (n=2)
were also commonly discussed.
“They (the patients) have a tough time trusting that we (the
providers) are going to give them good care, and that they are going to
be safe.” (A provider discussing how it is especially challenging for
patients who are transitioning from paediatric care to adult care, and
how trust can influence the patient’s decision making).

“Usually it is based on what the insurance has determined that the
patient is going to get.” (A provider explaining how the patient’s
insurance often dictates the patient’s treatment course).
A few providers explained how educational level (n=1);
socioeconomic factors (n=1); and patients feeling that they lack
alternative treatment choices (n=1) all influence the patient’s decision
making process.
“I think that some of the fear is that there is nothing out there that is
going to help” (a provider discussing how a patient believing that
lacking alternative treatment choices can influence decision making)
Patients frequently discussed how their past experiences (n=7) and
balancing the short term versus long term effects from therapy and/or
disease (n=4) influenced their decision making.
“I have the risk of getting cancer, I have the risk of death, and it
brings me to ask, which one is worse, really?” (a patient conveying how
taking into account the shorter term potential effects from unmanaged
disease versus the longer term potential risks from therapy impacts
decision making).
Other patients expressed that trust in their provider (n=3) and
feeling as if there are no alternative choices (n=2) significantly impact
their decision making.
“I have no choice.” (a patient expressing frustration at perceived lack
of choice regarding receiving medication for their IBD)

Patient non-adherence
Table 5 describes the provider identified factors associated with
patient non-adherence. Providers’ most frequently expressed issue
related to patient non-adherence was a patient’s lack of current
symptoms or denial of their chronic condition (n=12).
“If you are not feeling well, I think it is in the forefront of your
mind, but if those patients are in remission and are doing well, I think
that they are more likely to not go to an infusion or miss a day of
medication.”

Factor

Frequency of occurrence

The patient feels well or is in denial of their chronic condition

12

Social or cultural factors

10

The patient has experienced side effects or is fearful of side effects

9

Logistical factors

9

The treatment course is complicated

8

Lack of insurance, cost, or the patient has experienced an insurance change

7

The patient has a lack of understanding regarding their disease

7

The patient has a lack of understanding in general

2

The patient is forgetful

2

The patient has mental health issues

1
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The patient is embarrassed by their disease and/or its treatment

1

The patient desires natural therapy

1

The patient is fearful or has anxiety

1

Lost or stolen medication

1

Table 5: Provider identified factors associated with patient non-adherence.
Social or cultural factors (n=10); past side effects or fear of side
effects (n=9); logistical factors (n=9); complicated treatment courses
(n=8); financial considerations (n=7); and lack of patient
understanding regarding IBD (n=7) were other commonly noted
themes regarding patient non-adherence.
“There are so many other things that they (the patients) have to
worry about in their life that it is hard to remember when to take their
pills.” (A provider discussing how social factors influence patient
adherence).
“Patients think oh well, I can’t afford it so I just won’t do it, so they
stop and hope for the best.” (a provider conveying how insurance and
cost impact patient adherence).
“It is difficult to bridge that gap of, even if you can’t see the damage
that is being done it is really important for you to maintain your
medication course.” (a provider explaining how it is difficult for some
patients to truly understand their disease and its effects).
Some providers felt that patient lack of understanding in general
(n=2); forgetfulness (n=2); mental health issues (n=1); embarrassment
by their disease and/or its treatment (n=1); desire for natural therapy
(n=1); fear and/or anxiety (n=1); and lost or stolen medication (n=1)
were other factors that influence patient adherence.
“They (the patients) are scared because these are scary medications.”

Discussion
The perspectives of the patients and providers interviewed for this
study demonstrate several key issues related to IBD patients’
educational needs and barriers to obtaining desired information. We
also identified factors perceived to be involved with patient
comprehension, decision making, and non-adherence to provider
treatment recommendations. First, despite the current availability of
many educational resources for IBD patients, there remain a number
of unmet educational needs for this population. Patients want to know
how to prevent the symptoms of their disease, receive information
regarding the cause of IBD, and have more discussion around the
disease in general. A number of patients also expressed an interest in
diet and nutrition, specifically how to maximize nutritional status
given their disease. These patient concerns overlapped with provideridentified critical understanding areas, particularly concerning diet
and nutrition and information regarding IBD in general. As such, these
areas may be targets for novel educational resources to improve patient
understanding. Exploring existing barriers to patient understanding
may also assist in developing needed educational resources. Many
patients utilize the internet as a primary information source, but the
variable quality of online information available is a significant barrier.
Patients and providers both identified information oversaturation,
ineffective provider communication skills, and lack of provider time as
additional information barriers for IBD patients. These results
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highlight the need for providers to consider both the amount and
format of information presented to patients at any given time,
particularly for newly diagnosed patients and for those who are
severely ill. Furthermore, mechanisms to increase the provider time
available to IBD patients, such as the availability of specialized support
staff, are crucial to patient education and understanding. Our findings
are similar to those in the published literature. Information on the
prevention of symptoms, complications, causes, long term prognosis
and/or outcomes, effects and/or risks from therapy, and alternative
treatments were identified as educational needs both by our subjects
and in prior studies [8-13,17,18]. Education regarding diet and
nutrition was identified by many of our patients as an area where they
desired additional information; however this was not a previously
identified concern in this population. This dissimilarity may be specific
to our population or an emerging area of educational need that has yet
to be fully explored. Our study is unique in its evaluation of both
patient educational needs and areas where providers feel that patient
understanding is critical. Factors that are associated with patient
comprehension and decision making are essential considerations when
discussing strategies to meet the educational needs of IBD patients.
Providers recognized patient educational level, social and cultural
factors, language, patient age, level of interest, health literacy, and
absorption time as determinants of patient comprehension. Patients
agreed that their age, interest, absorption time, and disease severity all
play a role in understanding. Balancing the short term versus the long
term effects of therapy and/or IBD, trust in the patient’s provider, and
the patient’s past experiences were commonly identified by both
patients and providers as factors that significantly influence patient
decision making. Therefore, it is critical to ensure that educational
resources are appropriate for varying health literacy levels and age
groups. In addition, resources must be available in multiple languages
and be developed by individuals with cultural awareness of the groups
being targeted. Identifying issues associated with patient nonadherence that are amenable to change is also important for targeting
educational interventions. Two recent reviews emphasize the
importance of considering IBD patients’ beliefs and concerns to
effectively evaluate and address physical and perceptual barriers to
adherence [19,20]. In addition, more research is needed to determine
the predictors of nonadherence so that providers can intervene [19,20].
We found the issues that providers most commonly identified as
associated with patient non-adherence could be modified through
education targeted towards IBD, its effects, and its management.
Patient self-management programs are effective interventions for
individuals with other chronic diseases such as diabetes, and could be
used as models for use in the IBD population. These programs are
typically led by trained lay leaders or health care professionals. They
have a group based format and content areas include: symptom
management; understanding medication use; solving health-related
problems; and communication with providers [21-23] Prior nurse-led
patient-support programs that target an individual patient have not
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been shown to improve adherence in IBD patients [24]; however, selfmanagement programs have a different structure. There is minimal
research into the effectiveness of self-management interventions in
IBD; however the available evidence suggests that self-management
programs are associated with a number of positive outcomes [22]. Selfmanagement programs tailored towards IBD patients are able to not
only meet many of the patient educational needs identified in our
study, but are able to circumnavigate the barriers to information and
patient adherence identified here. These programs can also take into
account the varied factors associated with patient comprehension and
decision making. Thus, they are potentially effective educational
interventions that warrant further study. This study has several
important limitations. First, we interviewed a small number of patients
and providers in one urban area. Although we reached information
saturation with our sample, the overall number of participants was low,
and this may limit the generalizability of our findings. In addition,
patient and provider interviewees were recruited from academic
affiliated practices; thus our findings may be dissimilar to the
perspectives of patients and providers in non-academic affiliated
practices. Furthermore, many of our patients were exposed to biologic
medications which are typically prescribed for moderately to severely
active disease; consequently our results may not be representative of
patients with milder disease. Further study of large and diverse
populations will improve the generalizability of the findings. Poorly
controlled disease in IBD patients increases the risk for serious
negative outcomes, and a significant contributing factor to suboptimal
disease management is patient non-adherence to medical therapy. Our
findings highlight existing knowledge deficits among the IBD patient
population, and the barriers to IBD patient comprehension and
decision making. In addition, we identified many potential influences
to patient non-adherence that might be amenable to change through
education. Exploration of the areas associated with patient nonadherence that are mutable will assist in developing targeted
educational resources. Tailoring these resources to patients at higher
risk for non-adherence may maximize their impact upon patient
understanding, decision making, and outcomes.
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